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Background
Spina bifida affects approximately 1,200 of the more than
4 million babies born in the United States each year.
Because of the increased mortality and long-term disabil-
ity, the myriad of secondary conditions as well as the pro-
found influence on affected individuals and their families,
public health plays an essential role for individuals with
spina bifida in terms of health promotion, prevention of
secondary health conditions, and access to preventive
health care, in addition to its role in primary prevention.
Materials and methods
A Secondary Conditions Symposium held in 1993, a con-
ference, Evidenced Based Practice in Spina Bifida: Devel-
oping a Research Agenda held in 2004, and a Spina Bifida
Clinic Survey conducted in 2005 revealed:
1) Lack of evidence-based care
2) Challenged system of clinical care:
a) great variability in care across clinics
b) a need for coordination and sharing of info in order to
improve care and create opportunities for research
Strategic partnerships were formed among agencies such
as the CDC, NIH, the Agency for Healthcare Research &
Quality, the Association of University Centers on Disabil-
ity, the Department of Education's National Institute for
Disability and Rehabilitation Research, and the Spina Bif-
ida Association (SBA).
Results
The National Spina Bifida Program, housed within the
Disability and Health Team, National Center on Birth
Defects and Developmental Disabilities at the Centers for
Disease Control and Prevention, was formed to coordi-
nate spina bifida-related research efforts and programs,
with the goal of improving the health and wellness and
thus life participation of persons with spina bifida. This
poster will detail the National Spina Bifida Program to
include: Assessment and Evaluation of the Role of Care
Coordination in Improving Access and Care within the
Spina Bifida Clinic System; Bowel and Bladder Conti-
nence effectiveness projects; National History of Spina
Bifida in Children longitudinal study pilot; Secondary
Conditions and Related Factors; Transition across the
Lifespan; Analysis of Veterans' Administration Healthcare
Program for Spina Bifida; development of a Spina Bifida
Clinical Care Network; development of a Spina Bifida
Patient Registry; development of a Spina Bifida Electronic
Medical Record; and National Spina Bifida Initiatives:
Prevalence, Resources and Quality of life.
Conclusion
The Spina Bifida Association and CDC have partnered to
reduce health disparities and improve the quality of care
for persons with spina bifida, to use clinical settings to
collect information for research, to assess transition at
developmental stages across the life span, and to create a
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prospective study on the natural history of spina bifida.
The collaboration between clinics and agencies is critical
to better understand the needs of the population and take
the necessary steps to improve quality of life. This poster
will outline the National Spina Bifida program as a model
which could be replicated with other conditions of child-
hood which result in life long challenges to health, quality
of life and participation.Page 2 of 2
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